BACKGROUND: People living with human immunodeficiency virus (HIV) often make highly personal decisions about whether or not to disclose their HIV status in the workplace. OBJECTIVE: We aimed to determine current practices that support people living with HIV to make workplace disclosure decisions and to understand factors that affect disclosure decision-making. METHODS: Ninety-four people who provide health, social and peer-based services responded to an on-line survey about their experiences supporting workplace disclosure decisions of employees living with HIV. RESULTS: Respondents identified a range of strategies to support workplace disclosure decision-making. One-third of respondents were only a little or not confident in their abilities to support people in making disclosure decisions and 32% expressed little or no confidence in the resources available. Respondents working at HIV-specific organizations, as compared to respondents not working at those organizations, were more confident supporting people with disclosure decisions and in available resources, p < .05. Perceived barriers to disclosure decisions included stigma, lack of knowledge, and personal factors. Supports for decision-making resided within personal, workplace and societal contexts.
Introduction
Human immunodeficiency virus (HIV) is now considered a chronic health condition [1] . People living with HIV can live long-term in good health interspersed with periods of disability [2] . Immediate and long-term physical, and neurocognitive consequences of HIV and its treatments, along with the cumulative effects of aging, can increase episodes of poor health and disability [3] , and can create challenges for people living with HIV to obtain and sustain competitive employment.
Workforce participation facilitates economic independence, and is positively associated with retention in HIV care [4, 5] , physical and mental health [6] , higher quality of life [7] and adherence to antiretroviral treatment [8] . Interventions that support employment and sustain workforce participation are priority areas for HIV research [9, 10] . A strong body of evidence literature suggests the need for interventions that assist people living with HIV to make informed decisions related to disclosure or nondisclosure in the workplace [11] [12] [13] [14] [15] . However, little is known about what supports are currently available to assist individuals in making workplace disclosure decisions. This study explored current practices in this area.
HIV continues to be a highly stigmatized health condition [16] making disclosure of HIV status in the workplace a high-stakes decision. Decisions to disclose, or not, are highly personal and contextual [17, 18] . Although some people living with HIV have disclosed their HIV status in all social contexts, disclosure decisions, for most, are fluid over time and consist of multiple disclosure events [19] . Reasons to disclose can include the need for workplace accommodations, such as shortened or flexible work schedules, change in work locations, time off for appointments, and adaptations to work tasks and equipment [5, [20] [21] [22] . However, in most cases in Canada, disclosure of a specific diagnosis is not necessary to obtain accommodations. People living with HIV may also want to explain to supervisors and coworkers why they have health-related absences and need time off work for medical appointments [23] . Other people living with HIV may be considering workplace disclosure because they want to reduce the stress they feel in keeping a secret from their colleagues [24] . Still others may be motivated to disclose to reduce HIV-related stigma and promote social justice for people living with HIV [14, 15] .
Although reasons for non-disclosure or selective disclosure are also diverse [19] , HIV-related stigma remains one of the most salient reasons for nondisclosure [12] . Fear of discrimination, job loss and social marginalization can be deterrents to disclosure. Reluctance to disclose HIV status in the workplace may be compounded for people experiencing intersecting forms of stigmatization (e.g., men who have sex with men, racialized people, newcomers to a country), and those who may be economically vulnerable (e.g., women, low-income earners) [13] . Selective disclosure to a particular supervisor or co-worker can also raise concerns about thirdparty disclosure that may result in stigmatization [24] . In addition, some people living with HIV may be reluctant to disclose having previously observed or experienced negative reactions to disclosure [15] . Others may not disclose because they don't believe it is relevant to their employment [15] and is not required even when in cases in which accommodations are requested.
Greater understanding about the complexity of workplace disclosure and ways to support people living with HIV with decision-making can increase opportunities for implementing important coping strategies [25] . People living with HIV are increasingly able to obtain and maintain long-term competitive employment, but little is known about the supports that are available to assist them with difficult and complex disclosure decisions specific to workplace environments. The purpose of this study was to determine current practices related to supporting people living with HIV to make workplace disclosure decisions and to understand the barriers and supports to disclosure decision-making.
Methods

Study design
We conducted a cross-sectional Canada-wide email survey. A university-based Research Ethics Board approved the study.
Survey development
A team of researchers, health and social service providers, advocacy organization representatives and people living with HIV developed the survey based on a review of academic and grey literature and their expertise. The intent was to gather descriptive information on current supports for people living with HIV making workplace disclosure decisions with the understanding that disclosure decisions are complex and the best options for disclosure or non-disclosure are personal and context-dependent.
The survey was structured to collect demographic information, respondents' experiences supporting people living with HIV (4-point scale), and their confidence supporting people living with HIV to make workplace disclosure decisions (4-point scale). Two survey questions presented 5-item lists of direct and indirect strategies used to support people living with HIV in making workplace disclosure decisions. Direct strategies were those respondent used to directly support decision-making. Indirect strategies involved referring the person living with HIV to another person or resource. Respondents were asked to indicate which strategies they used and their perception of each strategy's effectiveness (4point scale).
Finally, through open-ended questions, respondents were asked to list three values that people hold that affect workplace disclosure decisions, three barriers, and three supports for making workplace disclosure decisions. We also provided an opportunity for respondents to add additional information.
Sampling frame
We recruited people providing supports and services (health, social services and peer-based) to people living with HIV to make workplace disclosure decisions, acknowledging the range of available supports and organizations that may provide that support. We identified potential participants by scanning public listings of HIV-related organizations, through the research team's networks of agencies and through the contact lists of Realize. Realize is a national organization with a mandate to improve the lives of people living with HIV and other episodic disabilities through rehabilitation care, support and service. We asked recipients of the e-mail survey invitation to forward the invitation to others who they thought might be interested.
We sent invitations to participate in the study to 212 e-mail addresses obtained through contact lists as noted above. Using methodology recommended by Dillman, Smyth and Christian [26] , we sent an initial e-mail invitation to participate in the study with a link to the online survey; a first e-mail reminder one week later; and a final e-mail reminder one to two weeks prior to the survey closure. Sixteen of the initial e-mails were returned; seven were undeliverable to an incomplete or unknown e-mail address, and nine generated an automatic reply indicating the recipient was no longer working in that position or was away on extended leave.
The survey was administered between May 1st and June 11th 2017 using Research Electronic Data Capture (REDCap), a secure web-based data capture [27] . A consent disclosure statement preceding the ques-tionnaire indicated that submitting the response to the survey was confirmation of consent to participate. Prior to the release of the survey, we did Beta tests with members of the research team that included people with a variety of backgrounds and perspectives to ensure the software was running smoothly and questions were clear and comprehensible.
Analysis
Responses to demographic and Likert scaled questions were analyzed descriptively. We used the Mann-Whitney U test to determine whether there were differences between respondents who work in HIV-specific organizations and those who do not, in their experience and level of confidence in providing support to people living with HIV, and confidence in the resources available to support workplace disclosure decisions. We also examined whether there were differences between respondents who reported that they live with HIV and those who did not, on the same variables. The level of significance was set at p < .05 (two-tailed).
We analyzed the open-ended responses to questions about values, barriers and supports that affect decision-making regarding workplace disclosure using a general inductive approach (28) . One member of the research team coded all responses and then reviewed coding to identify categories and themes. The team member reviewed responses to the request for additional information at the end of the survey in relation to the themes that emerged from the items listed as values, barriers and supports. Comments from respondents living with HIV and those who are not, were coded separately. To promote trustworthiness, four members of the research team met to review and discuss the categories and themes, and adjusted the naming and categorizing of themes through consensus.
Results
Sample
A total of 132 responses were recorded by the Web survey; 21 records were removed as no responses to survey questions were recorded. We removed an additional 17 records that did not contain any data related to key survey questions about the use and effectiveness of strategies to support people living with HIV to make decisions about whether or not to disclose their HIV status in the workplace. The final sample was 94; the majority (n = 54, 57.45%) were women, and had some post-secondary education (n = 85, 90.42%). Ethnic/cultural origins were reported as White (n = 59, 62.77%), Asian (n = 9, 9.57%), Black (n = 6, 6.38%), and Indigenous (n = 6, 6.38%); the remainder reported multiple, mixed or another ethnic/cultural origin. The majority (n = 73, 77.66%) of respondents reported they work for an HIV/AIDS service organization (ASO) or a community health organization that provides HIV-specific services. The majority of respondents (51.06%) reported that they were currently working as a health and/or social service provider. Just over a quarter of respondents (n = 24, 25.53%) reported that they were living with HIV, 75.00% of whom reported living with HIV more than 15 years. Table 1 provides response rates for each survey question about experience and confidence levels supporting disclosure decision-making. Almost all respondents (n = 93, 98.94%) reported a little to extensive experience supporting people living with HIV. Fewer (n = 91, 96.81%) respondents reported any level of experience supporting people living with HIV to make disclosure decisions in general, whereas even fewer (n = 77; 81.91%) reported some level of experience supporting people to make decisions related specifically to workplace disclosure of HIV status. A third (n = 31, 32.98%) of respondents were only a little or not confident in their ability to support people in making disclosure decisions. Similarly, 30 respondents (31.91%) expressed a little or no confidence in the resources available to help them support people making disclosure decisions.
Experiences and confidence
We explored whether there were differences in respondents' experience and confidence related to whether or not they worked for an HIV-specific organization (ASO or an HIV-specific heath centre). Both groups reported the same level of experience, p > .05. However, we found that respondents working at HIV-specific organizations (n = 72) compared to respondents not working at those organizations (n = 21) were more confident supporting people with workplace disclosure decisions U = 488, p < .01. Likewise, respondents working at HIV-specific organizations (n = 73) compared to respondents not working at those organizations (n = 21) were more confident in the resources available to support workplace disclosure, U = 365.00, p < .01. We also explored whether respondents living with HIV had different levels of experience and confidence related to supporting others with workplace disclosure decisions. We found that respondents living with HIV (n = 24) compared to those not living with HIV (n = 69) reported they had more experience supporting workplace disclosure decision-making U = 611.00, p < .05. In addition, respondents living with HIV (n = 24) were more confident supporting people with workplace disclosure decisions than respondents not living with HIV (n = 68) U = 575.00, p < .05. Respondents living with HIV (n = 24) were also more confident than other respondents (n = 69) with the resources available U = 604.50; p < .05. 
Strategies
To determine the strategies used to support people living with HIV to make workplace disclosure decisions, we asked respondents to rate their perceptions of the relative effectiveness of two pre-identified lists of direct and indirect strategies. Table 2 provides details of respondents' ratings of effectiveness of each pre-determined strategy listed on the survey. Table 3 provides a summary of respondents' ratings of use and relative effectiveness of pre-determined strategies from most frequent use to least frequent use. Although referral to Web-or print-based resources were used by 82% of respondents, the strategy was rated as moderately or very effective by only 61% of those using that strategy. In contrast, far fewer respondents (49%) used intensive workplace disclosure counseling, with 96% of those respondents rating it as moderately or very effective.
Respondents were provided the option of rating "other" direct and indirect strategies. Other direct strategies were: (1) organizational policy regarding disclosure and accommodation; (2) counseling and therapy strategies like role-playing, intensive disclosure workshop and Dialectical Behavioural Therapy;
(3) designated person in the workplace to support disclosure or non-disclosure decision-making; (4) education about workplace disclosure laws; (5) access to a peer mentor; (6) Greater Involvement of people living with HIV (GIPA) [29] in the workplace; (7) use of drama, music, dance, and poetry to educate those with language barriers; and (8) one-onone cultural support in own language. Other indirect strategies that were rated as moderately or very effective included: (1) organizational policy allowing for employment and accommodation without disclosure of a specific health condition; (2) legal advice and education regarding implications of disclosing or not disclosing; and (3) prompt referral to a support person appropriate for the individual situation.
Regarding indirect strategies to support people living with HIV who are making workplace disclosure decisions, respondents who indicated that they used internal referrals as a strategy were asked to describe the strategy. Most commonly, internal referrals were made to case management and/or peer support programs. Next most commonly, internal referrals were to health professionals, such as counselors, social workers, nurses, and therapists. A couple of respondents made internal referrals to human resources managers, a manager or supervisor, or an infectious disease coordinator. Respondents made external referrals most frequently to organizations that focus specifically on providing supports to people living with HIV, noting these organizations provide case management, access to peer support programs and counseling. The next most common external referrals were to health services (including mental health services), HIV-specific clinics, public health clinics, women's health programs, Indigenous health programs, occupational health nursing, outreach nursing, counselling, a local psychologist, and a help line. Referral to legal services was also common. One respondent noted referral to labour services, and another respondent noted not having anyone in the geographic area who deals with supporting HIV disclosure decisions. Some respondents stated that external referrals depended on each person's specific needs and the resources available in their communities.
Values, barriers and supports
The open-ended responses to our request for lists of values, barriers and supports that affect workplace disclosure decisions yielded 665 items. Rights, personal values and societal values are the three themes that characterize the values that respondents identified as affecting decision-making about workplace disclosure. Values expressed as rights most prominently included rights to privacy, to choose and to be treated fairly. Prominent personal values included respect, honesty, trust and self-determination. Other societal or institutional values, such as need to know, confidentiality, stigma, security and public safety were also considered to influence the decisions that people make about disclosure.
Felt and enacted stigma, lack of knowledge and support, and personal vulnerabilities are the four themes that characterize the barriers identified. Some participants noted that felt stigma could be a barrier to decision-making. Enacted, and fear of enacted, HIVrelated stigma included being discriminated against and treated differently by colleagues at work as well as fear of job loss, persecution, prosecution and third party disclosure. One respondent commented: "Even though HIV is now a chronic disease, the stigma is immense and unless we can overcome this there is really no meaning to the scientific advances which have been made."
Another commented:
"This is still a very difficult choice for an individual to make around disclosure especially in the food industry. If they are not internally discriminated against then the general public will discriminate (don't go to such and such restaurant...the cook has AIDS) that type of responses based on hatred and lack of knowledge."
Lack of knowledge related to rights and legislation, workplace policies, HIV and its transmission frequently were noted as barriers.
"There are still, at this time so many that know nothing truthful about HIV. All employers and their employees need education to help reduce fear and stigma around HIV and those living with this disease."
Individual vulnerabilities increased the perceived risks associated with a disclosure during the decision-making process. Respondents identified several issues that could result in increased vulnerability to potential negative consequences of disclosure including stress, concern about personal safety, financial instability, inability to communicate in the dominant language, and immigration status. Peer pressure was also a concern for some. Three themes categorize supports affecting decision-making into personal, workplace, or societal contexts. Table 4 provides themes, sub-themes and descriptors of supports that respondents identified. Notably, peer support, especially from others who have had disclosure experience, was prominent in responses especially from those who identified as living with HIV. Counselling from agencies, counsellors and families was also identified. Education and advocacy about HIV, disclosure and associated laws and rights, and many aspects of the workplace were considered supports affecting decision-making. Additionally, several specific strategies and actions were listed as supports affecting decision-making. These included decision-making assistance, discussion, role-playing, and community partnerships. One participant suggested that a good workplace support for disclosure involved a:
"Confidential decision-making process of disclosure in the environment where you are protected by agency policies and supported by the Executive Director, and whatever your decision you are accommodated no matter what choice you make."
In the additional comments section of the survey, some respondents noted that they felt disclosing HIV status in most workplace scenarios is unnecessary or not relevant. One respondent noted the importance of understanding the pros and cons of a decision.
"Maybe I'm getting paranoid when it comes to disclosure, but with the impressive amount of bad experiences I heard, I'm taking all the time I can to talk with people, make them evaluate the pros and cons at the same time, telling them that it is a very personal decision with big consequences."
In all responses related to the values, barriers and supports related to disclosure, self-determination and respect were clearly important as captured in the following comment of one respondent:
"Respect for an individual's process and their right to make the best decision for themselves and to have control over how their status is disclosed and how that information is used and/or shared."
Discussion
The complexity of disclosure decision-making manifests in many ways. The results of this study are consistent with other research and conceptualization of disclosure decision-making that people consider multiple personal and environmental factors [17] . In this study, respondents noted reluctance to consider disclosure in work environments where support for those living with HIV is unknown. Particularly for people living with HIV with intersecting forms of stigmatization, such as race, gender diversity or sexual orientation, disclosure in workplaces that lack knowledge and acceptance of HIV and other diversities, can be very challenging [30] .
This study has demonstrated that, although many respondents were supporting people living with HIV in a number of ways, few had extensive experience supporting a person regarding whether or not to disclose their HIV status in the workplace. Respondents working in HIV-specific organizations were more confident in their abilities to support workplace disclosure decisions and in the resources available. This is not surprising considering the frequency and intensity with which these organizations address the diverse needs of people living with HIV. However, not everyone living with HIV uses the services of an HIV-specific organization; many receive treatment in hospitals and/or primary care settings that may have less capacity and expertise to support workplace disclosure decisions. Previous research has demonstrated that people who use ASOs tend to have higher needs than people who don't [31] . For example, a recent study from Ontario, Canada provided estimates that almost 75% of users of ASOs in that province experience some form of food insecurity [32] . ASOs are not geographically accessible to many people living in rural and remote areas. In addition, people who wish to conceal their HIV status may not want to obtain services from an HIV-specific organization. Our findings suggest that the supports available to assist people living with HIV to make workplace disclosure decisions are fewer for people not using the services of HIV-specific organizations, either by choice or by geographic inaccessibility. Providing decision-making support through other means, such as technologies that have a wider reach or provide more privacy [33] , may help address this need.
Respondents provided important information about the strategies they used to assist people living with HIV to make workplace disclosure decisions. Many used diverse and multiple strategies. Interestingly, the strategy used by the most respondents was referral to Web-or print-based resources, but less than two-thirds of those who use the strategy considered it moderately or very effective. On the other hand, nearly all of the respondents who use intensive disclosure counseling believed it to be moderately or very effective. The resources needed for intensive disclosure counseling far outweigh those required for providing a print or online resource. For some people, a structured and interactive approach may be needed to help them weigh the implications of disclosure options and make decisions that are best for them. The findings from the open-ended responses reinforced the importance of peer-based support, a strategy for supporting people living with HIV that is highly favored in the literature [34] [35] [36] . In our study, respondents living with HIV had more experience and were more confident in supporting workplace decision-making than respondents who are not living with HIV. Assistance to seek out and navigate resources, and share perspectives and concerns with someone who has faced similar challenges can be emotionally helpful and empowering [37] .
The results of this study highlighted the important role, not only of service providers, but also of workplaces and society in supporting disclosure decisions. The most commonly referenced open-ended response, when asked what values people hold that affect their decisions regarding workplace disclosure, was the right to privacy and confidentiality of health information at work. Knowing the high price that some people have had to pay for willingly disclosing chronic health issues in the workplace, a continuing and deeply stigmatized condition such as HIV was seen to carry with it a high-risk for disclosure [13, 38] . Informed, self-determination of disclosure and the decision-making process was highly valued. Disclosure decisions in the context of the prevailing stigma of HIV can be a self-management strategy for people living with HIV as they anticipate how disclosure will influence their overall health and well-being [17, 39] . To ease the burden of potential negative consequences of disclosure decisions, respondents reinforced the importance of a respectful workplace culture that is accepting of diversity and has clear and enforced policies that uphold employees' rights. Social policies and laws that protect rights, the Greater Involvement of People Living with HIV (GIPA) [29] and the Meaningful Engagement of People Living with HIV (MEPA) principles, and access to resources were also viewed as important to disclosure decision-making.
The primary contribution of this research is to add to what is known about the variability and complexity of providing supports for decision-making regarding disclosure of HIV status in workplaces. A complex constellation of supports is needed to address the issue of disclosure. Increased supports for people living with HIV that include education and counseling that can be accessed in different ways in diverse environments are required. Combining these elements into a decision support tool that provides information and opportunities for personal reflection on one's own values and workplace context may be a useful future direction. Providing resources and capacity-building for health and social care workers to support people with making and implementing disclosure decisions, as well as coping with the consequences the decisions will be useful [13] . In addition, there is a large role for educating and facilitating the development of supportive cultures in diverse workplaces. Workplaces need to enforce workplace policies that protect the rights, dignity and privacy of employees and facilitate environments that are open, ethical and respectful. Future research should continue to amass evidence for ways to support disclosure decisions and practical ways to create supportive environments.
Limitations
We described the current state of supports for workplace disclosure limiting analysis of causal pathways. Respondents were predominantly people who worked at HIV-specific organizations, so our results are biased toward this service sector. The sample size of 94 was limited in size. The survey was distributed electronically and, although we offered the option of obtaining a hard copy of the survey, no one requested one. Therefore, potential respondents without Internet access during the data collection period would not be able to respond. Due to the restricted nature of any survey and the use of Likert scale response options, respondents may have had other experiences and responses that they were not able to depict accurately in this format. We addressed this limitation by including open-ended questions that encouraged respondents to provide perspectives in their own words.
Conclusions
People living with HIV are living longer and healthier lives, and the potential for obtaining and maintaining long-term employment is a reality for many. Decisional conflict about whether, or not, to disclose one's HIV status can arise for diverse personal and contextual reasons. The results of this cross-sectional survey research identified a broad constellation of strategies available to assist people to make this highly personal decision. However, many service providers who responded to the survey lacked confidence to support people in workplace disclosure decision-making, suggesting the need for more capacity building for service providers and workplaces in this area. In addition, we identified the need for supports that are more widely available, particularly for people who do not use the services of HIV-specific organizations.
